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Levers and barriers to patient-centred care with children: findings from a synthesis of 
studies of the experiences of children living with type 1 diabetes or asthma 
 
CurtisTyler, K 
 
Background   Past 50 years have seen a sea change in approaches to health care with 
children, from a time when children were separated from parents while in hospital, to current 
recognition of the importance of placing the experiences of children and their families at the 
heart of care. Yet, there is a gap in the evidence about how children’s involvement might be 
best achieved. This study aimed to synthesize findings of children’s experiences of longterm 
illness and, from this, to identify levers and barriers to patient-centred care with children. 
Methods   A synthesis of studies of texperiences of children living with type 1 diabetes 
or asthma. 
Data sources   Eight health and social care databases, bibliography searches and 
consultation with field experts and first authors of included studies. 
Eligibility c  Qualitative studies with children 10 years (mean) and younger on their 
experiences of living with type 1 diabetes or asthma. 
Findings   Findings suggest key ‘levers’ to patient-centred care with children include: (1) 
engagement with children’s expertise about their own lives: their personal and social 
experiences of their care, including how these are affected by their relative lack of power in 
some settings; (2) exploring children’s understandings and preferences in terms of their 
physical sensations and day to day experiences; (3) willingness to find resources to engage 
with even the youngest children; (4) avoiding agebased assumptions about children’s 
contributions to their care.  
Discussion Action on the above ‘levers’ may present a range of challenges in healthcare 
settings not least because it represents a move away from medicine’s historical focus on 
children’s developing competencies to engage rather with children’s social realities from the 
earliest ages. 
 
  
 
Introduction 
 
The last 10 years have seen increased acknowledgement of the role of patient expertise in 
improving the quality of National Health Service (NHS) services (Department of Health 2000), 
alongside a growth in recognition of children as competent (Department of Health 2002), with the 
right to a voice in decision-making about his or her life (United Nations 1989)  and expertise 
valuable to the development of effective services (Department of Children, Schools and Families 
& Department of   Health  2009).   Both   the   Children’s  and   the   Diabetes National Service 
Frameworks call for a child-centred approach to care (Department of Health 2001, 2004). 
However, young people with longterm  illness  report  feeling  marginalized in paediatric 
consultations (Young et al. 2003), and there is a gap in the evidence base about how patient-
centred care with children is best achieved (Sanz 2003). Using type 1 diabetes and asthma as 
case studies, this review set out to synthesize findings of  children’s  experiences of  longterm  
illness  and, from  this, to  identify levers and  barriers to  patient-centred care with children. 
 
Patient-centredness has been understood as both a focus on the patient as a person, and the 
incorporation of power sharing between patient and clinician (Lewin et al. 2001). Subsequent 
analysis has identified two further dimensions: not only shared decision-making in the realm of 
one-to-one doctor–patient relations, but also the patient making decisions in the role of 
selfmanager of his or her illness outside the clinical setting, and further as evaluator of his or her 
experiences of NHS services (Coulter 2002). The work of Patricia Sloper and her team at York 
University has amply described the state of the evidence in this last sphere (Cavet & Sloper 2004; 
Heaton et al. 2008). Thus, using type 1 diabetes and asthma as case studies, the aim of this 
synthesis was to explore what may hinder and what may support the development of patient-
centred care with children in terms of one-to-one doctor–patient relations and decision making 
about care. 
 
A focus on insulin dependent type 1 diabetes was  chosen  because  the  relentless  daily  
regimen  of  blood tests, injections and judgement calls on diet and exercise creates opportunities 
to explore harmony and conflict between children’s wider priorities and the treatment regimen. 
Studies with children with asthma were also included in order to explore the generalizability of 
3  
findings across illnesses and because, like diabetes, the regimen intrudes into day to day life. 
Further, scoping searches carried out prior to the main review suggested a greater volume of 
relevant work in this area, in particular with minority ethnic populations, compared with other 
paediatric longterm illnesses. The poor health outcomes of people with minority ethnic 
backgrounds – relating to poverty and discrimination (Karlsen & Nazroo 2002) – make their 
experiences a priority for research at a time when a key task for health policymakers is to 
address health inequalities between different social groups (Acheson 1998). We know that those 
with disadvantaged or minority ethnic backgrounds tend to bear the highest burden of  disease   
alongside   the   worst   provision   of    health   care (TudorHart 1971).  
 
 
Design 
 
The  review  was  designed  as  a  synthesis  of  findings  from studies of the experiences of 
children living with type 1 diabetes or asthma. Free text searches round the terms ‘asthma$’, 
‘diabet$’ and child or related synonyms – with, where appro priate, qualitative filters (Petticrew & 
Roberts 2006) – were made across Medline, PsycINFO and CINAHL (1982–), Applied Social 
Science Index and Abstracts, Sociological Abstracts, International Bibliography of the Social 
Sciences (1981–), ChildData, and Dissertation Abstracts. Field experts and first authors of 
included studies were contacted for infor mation about relevant studies, and bibliographies of 
included studies handsearched. 
 
Qualitative approaches have been recognized as the best methods for gathering data on 
patients’ values and experiences (Sackett & Wennberg 1997). Commentators recommend 
research with young children comprise a range of facetoface activities from ‘straightforward 
conversation’ to ‘task-centred’ activities such as drawing or taking photographs (Harden et al. 
2000), used as a stimulus for discussion (O’Kane 2000; Alderson 2008). On this basis, it was 
decided to include only studies where (1) data collection incorporated an instrument with open-
ended questions delivered face-to-face with participants to capture qualitative data; (2) data were 
analysed and reported qualitatively. 
Previous work has suggested a gap in the evidence about the perspectives of younger children 
on their diabetes care (Brandt 1998; Greene 1999a; Grey 2000). To address this, studies were 
only included where the mean age of children in the sample (or if not known, median) was 10 
years or younger. 
  
 
The views and priorities of children with long-term illness about their health and illness have 
been shown to be different from those of  their parents (Callery et al. 2003; Jutras et al. 
2003). Commentators have suggested the importance of ensuring children, not their carers, are at 
the centre of social studies of childhood (Qvortrup 1994), and warned that children’s per spectives 
can be obscured in studies with the whole family (Mayall 1996). Initial scoping found that in 
some studies the views of parents and children are elided (Horner 1992; Ambrose 
1997; Buford 2001). In order to ensure the synthesis reflected children’s perspectives (rather 
than those of their parents or siblings), only those studies were included where there was a 
clear and significant focus on the experiences of the child with type 1 diabetes or asthma, rather 
than those of the whole family: studies  where children  were  granted ‘conceptual  autonomy’ 
(Qvortrup 1994). 
 
In order to gather literature on children’s experiences within one generation (defined for the 
purpose of this work as 25 years) (Lucas et al. 2007), studies from 1980 onwards only were 
included. Studies  were  assessed  for  methodological  quality  using an instrument based on 
one developed to evaluate studies of children’s views at the Institute of Education, University of 
London (Thomas et al. 2003) (see Table 1). Findings on the perspectives of children with 
diabetes or asthma were extracted, and managed in QSR*Nudist. Data were synthesized using 
tools from  Narrative Synthesis, which include  exploration  of  the impact of individual 
researchers’ understandings on their findings (Popay et al. 2006). 
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Findings 
 
A total of 1719 records were identified via electronic searches. In total, 1652 were excluded on 
screening against eligibility criteria. Sixty-seven full text papers were screened, of which 53 were 
excluded against eligibility criteria. A further three of these were excluded because they were 
reports of studies already included but which contained less detail about children’s views. Hand-
searching bibliographies of included papers identified one further relevant study (Dell Clark 
2003). The author included two relevant unindexed and unpublished reports from her earlier 
fieldwork (Sutcliffe et al. 2004; Tyler 2009) (Fig. 1).  
  
 
 
The synthesis drew on 14 descriptive studies of participants’ views and experiences (n = 426), 
with 214 girls and 212 boys. Most authors recruited children from clinics (six), although several 
used support groups or camps (four) and schools (two); two authors did not report their sample 
frame. All used one to one or group discussion to gather children’s views. Details of methods 
and/or findings are set out in Table 2. Most studies were USA based, with children with asthma 
(see Table 3). 
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The range of paradigms associated with qualitative work, and philosophical assumptions 
underpinning these mean assessment of quality can be contested. However, the starting point for 
this review was that some methods are more appropriate than others for exploring people’s 
subjective experiences, and their rigorous application is important in producing knowledge which, 
although provisional, is as accurate as possible at that time (Spencer et al. 2003). Studies were 
assessed using an instrument (see Table 1) based on one developed to evaluate studies of 
children’s views (Thomas et al. 2003). Indicators for assessing the extent to which individual 
criteria were met were amended to include some of those described in the framework and 
commentary on the Cabinet Office’s ‘Framework for Assessing Qualitative Evaluations’ (Spencer et 
al. 2003). 
 
 
 
 
The main methodological weaknesses of studies, for this review, lay in lack of demonstration of 
reliability and validity of data analysis, for example lack of ‘thick’ descrip tion, use of contributors’ 
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terms, exploration of negative cases or tools to facilitate within and across case analysis (Walsh 
1983; Zahorik 1990; Miller 1999; Pradel et al. 2001; Dell Clark 2003; Koinis Mitchell 2003; Nabors 
et al. 2003; Rudestam et al. 2005); and, in many cases, participants’ inability to impact on the main 
course and conduct of the research (Zahorik 1990; Pradel et al. 2001; Meng & McConnell 2002; 
Koinis Mitchell 2003; Nabors et al. 2003; Boyle et al. 2004) (see Table 4). As the aim of the 
synthesis was to explore children’s perspectives, with the excep tion of one study (Dell Clark 2003), 
those studies that facilitated children’s influence on the course and conduct of the research were 
designated methodologically ‘stronger’ for the purposes of the review (Walsh 1983; Spezia 1991; 
Ireland 1997; Miller 1999; Sutcliffe et al. 2004; Rudestam et al. 2005; Tyler 2009) – and further 
because, with the exception of Dell Clark’s work (Dell Clark 2003), these studies were also those 
with the smallest number of other methodological weaknesses. Dell Clark’s study was not included 
within this group of ‘stronger’ work, because of the omission of a key aspect of the method: how 
data were analysed. It is worth noting that a marginal majority of studies designated ‘stronger’ 
were lengthy PhD or grey literature reports, while most of those deemed ‘weaker’ were papers 
published in journals. In some cases, it may have been that journal word limits prevented 
researchers from providing detail on all aspects of their methods. This draws attention to a particular 
challenge in reporting research undertaken using a ‘qualitative’ methodology and adds to the 
debate about the com plexity of assessing quality in research which uses this approach. Six authors 
sampled children living with diabetes (n = 185) (Zahorik 1990; Spezia 1991; Miller 1999; Nabors 
et al. 2003; Sutcliffe et al. 2004; Tyler 2008); seven sampled children living with asthma (n = 195) 
(Walsh 1983; Ireland 1997; Pradel et al. 2001; Meng & McConnell 2002; Koinis Mitchell 2003; 
Boyle et al. 2004; Rudestam et al. 2005;); and one included children with asthma or diabetes (n 
= 46) (Dell Clark 2003). Studies of children’s experiences of asthma were, with one exception 
(Ireland 1997), USAbased, in most cases with samples of children predominately from minority 
ethnic backgrounds, perhaps related to concerns about the underdiagnosis and undertreatment 
of asthma in children with minority ethnic backgrounds (DuranTauleria et al. 1996; Sturdy et al. 
1996). By contrast, studies of children’s experiences of diabetes were both USA and UK based, 
and – with the exception of one UK project (Tyler 2009) – carried out with samples of children 
predominately from white (or unspecified) ethnic backgrounds, endorsing previous reviewers’ 
findings that little is known about the experiences of children with minority backgrounds living with 
diabetes (Brandt 1998; Grey 2000). 
 
Across all studies, most were carried out by authors with a nursing background. This was 
particularly true of earlier studies and may relate to the perception that concerns about patient 
  
experience fall within the nurse’s remit. Between 2001 and 2003, two  papers were published by 
psychologists (Koinis Mitchell 2003; Nabors et al. 2003) and one by a pharmacist (Pradel et al. 
2001), indicating some growing interest by other clinicians in patient day to day experiences and 
management of their care. After this, most studies are by authors with a social science back 
ground (Dell Clark 2003; Sutcliffe et al. 2004; Rudestam et al.  2005; Tyler 2009), perhaps 
reflecting the growing interest in children’s experiences in that field (Prout 2002). An important 
observation is that it was only social scientists who had studied samples of children with a mean (or 
if not known, median) age of 7 years or younger. Those studies judged to be methodologically 
stronger for the purposes of this review were carried out by nurses (Walsh 1983; Spezia 1991; 
Ireland 1997; Miller 1999) or social scientists (Sutcliffe et al. 2004; Rudestam et al. 2005; Tyler 
2009). 
 
Few studies were explicit about underpinning assumptions and understandings of children and 
childhood. However, three papers by a psychologist, pharmacist and nurse were reported to be 
informed by theories from developmental psychology. These focused on children’s cognitive 
abilities, seen to grow in relation to a series of identifiable stages (Walsh 1983; Pradel et al. 2001; 
Koinis Mitchell 2003). A fourth, by this author, a social scientist, was explicit about drawing on 
models from the ‘new’ social studies of childhood which focus on children ‘as people impor tant in 
their own right now’, who lack economic and civic power compared with adults but have strong 
experiential knowledge about their lives (Tyler 2009). 
 
Both levers and barriers to clinicians’ engagement with children about their care emerged from 
the analysis. As these were often related, findings are set out in terms of what clinicians may do 
to facilitate patient-centred care with children. 
 
 
Engaging with even the youngest children 
 
Less than half of studies included children under the age of 7 (Dell Clark 2003; Nabors et al. 
2003; Boyle et al. 2004; Sutcliffe et al. 2004; Tyler 2009) and only two of these focused in detail 
on children’s own responsibilities for care (Sutcliffe et al. 2004; Tyler 2009). Yet, the two – 
methodologically strong – studies, both by social scientists, that did consider younger children’s 
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responsibilities found children to have high levels of involvement  in  and  understandings of  
their  illness at  very  young ages. Some  children  with  diabetes  at  4  years were reported to 
actively monitor their diet, interpret physical symptoms, know the times for, and carry out their 
own blood tests and insulin injections and explain their illness to others (Sutcliffe et al. 2004; 
Tyler 2009). 
 
This suggests that where children’s views are sought, the views of younger children may be 
excluded. Where they are included, there may be a tendency to focus on preferences and 
experiences, over their responsibilities and contributions. This chimes with findings from the one 
study that included observations of children in clinical settings and found younger children 
excluded from discussion of their condition with clinicians (Tyler 2009). Researchers  who  
engaged  with  younger  children  used  a range of methods to support children in describing their 
experiences. These included meeting with them in comfortable nonthreatening environments, 
centring questions around subjects familiar to children, especially their day to day lives and 
providing them with opportunities to use toys or props to demonstrate or role play their 
experiences, or pens to draw them (Dell Clark 2003; Nabors et al. 2003; Boyle et al. 2004; 
Sutcliffe et al. 2004; Tyler 2009). 
 
 
Exploring children’s preferences and understandings in terms of their physical 
sensations and day to day experiences of care 
 
Three authors of studies informed by theories focusing on children’s cognitive abilities, and judged 
methodologically weaker for the purposes of this review, expressed concern that children did not 
know the ‘correct’ names of their medicines, nor could they draw an adequate biomedical diagram 
of their lungs (Walsh 1983; Pradel et al. 2001; Koinis Mitchell 2003). Other authors of studies, 
mainly gauged to have had fewer method ological weaknesses in the context of this review, 
found that while some children had begun to internalize biomedical models of their illness and 
body, most had strong understand ings based in their bodily sensations and day to day 
experiences of their illness and care (Zahorik 1990; Dell Clark 2003; Sutcliffe et al. 2004;  
Rudestam et al. 2005;  Tyler 2009).  Rather than naming an insulin cartridge as such, one 
6yearold child described it in terms of his experience of its use – ‘You have to put (the 
cartridge) in the (injection pen) if the other one’s finished’. Children routinely referred to their 
experience of hypoglycaemia in experiential rather than biological terms, describing it as ‘feeling 
  
shaky’ or even ‘my shake’ (Tyler 2009). This suggests the importance of using children’s physical 
sen sations and daily routines as a starting point for engagement, rather than their understanding 
of biomedical models. 
 
While children described physical discomfort arising from their illness or regimen (Walsh 1983; 
Zahorik 1990; Ireland 1997; Miller 1999; Pradel et al. 2001; Meng & McConnell 2002; 
Dell  Clark  2003;  Boyle  et al.  2004;  Rudestam  et al.  2005; Tyler 2009), their accounts, 
across both illnesses – and across both methodologically stronger and weaker studies – also high 
lighted the restrictions and interruptions which their illness and care impose on their lives: the 
diabetes diet and its implications for day to day social life; the relentless, intrusive regimen of 
‘pricks’ (both blood tests and injections); not being able to participate in sleepovers at friends’ 
houses because of needing injections; having to avoid asthma triggers and hence limited time 
outdoors, with friends, playing sport or access to  pets (Walsh 1983; Zahorik 1990; Spezia 
1991; Ireland 1997; Miller 1999; Pradel et al. 2001; Meng & McConnell 2002; Dell Clark 2003;  
Koinis Mitchell 2003; Boyle et al. 2004; Sutcliffe et al. 2004; Rudestam et al. 2005). In the face 
of these disruptions, children described how important it was to them to maintain their sense of 
‘sameness’ with peers (Zahorik 1990; Miller 1999; Sutcliffe et al. 2004; Tyler 2009). Some 
reported prioritizing a desire to minimize interruption and maintain their social iden tity over 
following the regimen. For children with asthma, this meant sometimes not taking medicines or 
ignoring advice to avoid triggers (Koinis Mitchell 2003) and, instead, using rescue medicines to 
treat symptoms (Ireland 1997; Meng & McConnell 2002; Rudestam et al. 2005). For children with 
diabetes, this could mean skipping injections or ignoring advice about diet and exercise (Zahorik 
1990; Tyler 2009). Interestingly, in the absence of any data on children’s views of why they do 
not follow advice about avoiding asthma triggers, one author of a study based on a theory of 
childhood focusing on children’s cognitive abilities, assumed children in her study did not mention 
avoiding triggers because of ‘a lack of knowledge of appropriate avoidance’ (my italics) (Pradel 
et al. 2001). This was despite the fact that children in his or her study showed a good knowledge 
of triggers. This suggests children’s decision-making about their care is likely to be as influenced 
by their day to day personal and social experiences as by their understandings and the latter is 
therefore an important area for exploration. 
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Engaging with how children’s experiences of care are affected by their lack of power 
compared with adults 
 
Studies across the two illnesses described difficulties some chil dren experienced in managing 
their illness because of their relative lack of control over their lives compared with adults. Children 
worried about lack of access to medical sup plies in schools, or felt that school systems for 
managing their care unnecessarily threatened their ‘sameness’ with peers. Across both 
methodologically weaker and stronger studies, these con cerns seemed to influence children’s 
decision-making about their care, and sometimes led to their ignoring their regimen (Ireland 
1997; Miller 1999; Meng & McConnell 2002; Nabors et al. 2003; Sutcliffe et al. 2004; Tyler 
2009). In one study children reported parents ignoring their warnings that they were 
experiencing symptoms of hypoglycaemia, believing instead these were children’s bids for extra 
food (Tyler 2009). 
 
That children’s perspectives are unique in this regard, and that parents and carers will not 
have had direct experience of these, reiterates the importance of ensuring engagement with 
children in their own right, avoiding their views being sub sumed within those of the wider family. 
 
 
Avoiding agebased assumptions about children’s contribution to their care 
 
Findings from two studies of children with asthma informed by theories focusing on children’s 
cognitive abilities at certain ages, and with methodological weaknesses relating to the reliability of 
their data analysis, suggested that older children who treat their condition autonomously use a 
wider range of techniques than younger children who tend towards less autonomous care (Walsh 
1983; Pradel et al. 2001). While one diabetes study also found that broadly speaking there is an 
increase in children’s responsibilities for their health care in line with age, possibly as a result of 
adult expectations (Tyler 2009), findings from this and another diabetes study provided a more 
nuanced picture. These methodologically stronger studies indicated that chil dren’s 
responsibilities at given ages vary considerably across families. Most children could not do their 
own insulin injections at 4 years; yet, there were exceptions to this (Sutcliffe et al. 
2004). Some at this age actively monitored their diet (Sutcliffe et al. 2004) while others relied on 
parents to enforce this (Tyler 2009). Some children at 6 years accepted their thrice daily injections, 
while others actively resisted (Tyler 2009). Both found that in some families apparently 
  
experiencing high levels of socioeconomic stress children reported particular difficulties in 
accommodating their illness and regimen (Sutcliffe et al. 2004; Tyler 2009). 
 
Further, methodologically strong studies with children with diabetes suggested that adult/child 
shifts in divisions of responsibility for care over time did not take place linearly in direct relation to 
competence or age, but rather cyclically in relation to a wider range of factors (Sutcliffe et al. 2004; 
Tyler 2009). Children described taking greater responsibility for aspects of their care, such as 
doing insulin injections for a while, then relinquishing this for a time, and then take greater 
responsibility later.. They reported assumption of responsibility to relate not solely to competence 
but also to issues like convenience and interruption. For example, glucometers take a short time 
to provide a reading after submission of the blood sample. Chil dren who could read and 
understand their glucometer feedback reported that they did not wait for this but rather but left the 
task of reading their level to parents in order to minimize the interruption to their life caused by 
the thricedaily tests (Tyler 2009). Others who had become adept in doing their insulin injections 
reported that at rushed times of the day they still preferred carers to do the injection (Zahorik 
1990; Tyler 2009). 
 
Discussion 
 
Action on the ‘levers’ to patient-centred care outlined above is likely to present a range of 
challenges in care for children with long-term illness. The first of these relates the extra time and 
resources involving in seeking out younger children’s views. Children under the age of 10 are 
generally excluded from dis cussions of  their illness with clinicians (Tates & Meeuwesen 
2001). In discussions with clinical colleagues as part of knowledge exchange work from this 
synthesis (Tyler 2008), the author found that the extra time required to engage with younger 
children was cited as a major barrier to hearing from them about their experiences of care. That 
inclusion of younger children’s experiences in their care planning is considered a luxury we can ill 
afford in a time of austerity only serves to emphasize findings from the synthesis about the extent 
to which children’s lack of power in some settings compared with adults impacts on their lives as 
much as their developing capabilities. 
 
Second, the rationale for greater lay involvement in health services has been 
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acknowledgement of the importance of patient expertise in designing and delivering good 
services (Department of Health 2000) – including when the patient is a child (Department of 
Health 2002). It is understandings of children’s social realities that is key in this, as explored in the 
many social studies with children undertaken since the 1980s, now broadly known as the ‘new 
social studies of childhood’ (Prout & James 1997; Prout 2001). These took as their starting point 
a move away from a focus on children’s cognitive development, in relation to an adult ‘gold 
standard’ in favour of a focus on what children can do. This is very different from the ways in 
which children are routinely conceptualized in medicine where developmentalist models focus on 
children’s developing competen cies and the biology related to this over children’s social and 
environmental experiences (Greene 1999b; Mayall 2004). 
 
Finally, social studies with children have drawn attention to the importance of trying to 
address the power imbalance between adult enquirers and child participants when exploring 
children’s views and experiences. This presents a particular challenge in health settings where the 
difference is status is likely to be particularly stark: as other commentators have observed, children 
are doubly minor, both as children and as patients (Tates & Meeuwesen 2001). 
 
In this review, the author assesses and synthesizes findings from  her  own  primary research. 
The rationale for  carrying out a synthesis instead of another primary study was that it 
facilitated exploration of researchers’ differing attitudes to their subject matter (investigator 
triangulation) (Popay et al. 2006), and enabled findings to be drawn from a much larger sample 
than would have been possible otherwise. However, the author was concerned that her intimate 
knowledge of findings from primary studies which she had worked on may have heightened their 
prominence in the subsequent synthesis. A repeat of the synthsis by an ‘external’ researcher would 
be one way of beginning to explore this, in the context of our existing understanding that 
synthesis of ‘qualitative’ data is always to some extent provisional: different reviewers identify 
different themes from the same data, and the same reviewer does not produce the same set of 
themes on the same data at two different points in time (Popay et al. 2006). 
 
 
Key messages 
 
Findings suggest ‘levers’ to patient-centred care with children are  
  
• Engagement with children’s expertise about their own lives: their personal and social 
experiences of their care, including how these are affected by their relative lack of power in 
some settings. 
•  Exploring   children’s   understandings   and   preferences in terms of their physical 
sensations and day to day experiences. 
• Willingness to find resources to engage with even the youngest children. 
•  Avoiding age- based assumptions about children’s contributions to their care. 
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